required long-term care, but there were often other factors involved. For example, it might be justified to retain a patient in hospital for intensive rehabilitation if it could be shown that in the long run this would lead to a quicker return to work. Other factors which might necessitate long-term care were poor housing conditions and lack of family support. More difficult to assess were the intangible emotional factors which made family and relatives unable to look after these people. Some diseases were particularly liable to cause difficulty in the home; marital problems among patients with multiple sclerosis seemed very common, due probably to the personality changes which so often occurred. However, the reasons for admission to long-stay hospital were often complex and would repay further study.
The speakers had given special attention to the problem of the young and the old, but often the great problem was finding inpatient residential accommodation for the age group in between.
The importance of home care for the disabled was now being increasingly recognized and the expansion of the social and welfare services showed that this was accepted by the Government.
The precise provisions which would be made were still uncertain, but it was clear that these services were to develop apart from the Health Service. Some might regret this, but it must be the aim of doctors within the Health Service to see that the two services were integrated. He did not believe that the welfare services could be satisfactory without medical guidance. For example, the assessment of disability and the need for help were best carried out in hospital; and the provision of aids for the disabled, although a responsibility of the welfare services, were often also more easily provided by the occupational therapy department of the district hospital. Co-operation between the two services was essential, and home visits should be a joint concern so that the needs of the disabled could be assessed and agreement reached on the way to remedy them. The occupational therapist was the main liaison agent for this and welfare officers should attend resettlement conferences in the hospital.
He believed that the role of the district general hospital should be much more involved with the community, and the provision of community hospitals might well help to achieve this. Not only home visits but also other services in the home should be provided. Domiciliary physiotherapy might not always be desirable, but the hospital consultant should be prepared to act in more than an advisory role and liaison with GPs was equally important. It had been said that GPs were the cornerstone in the care of the disabled in the home, but they must be prepared to accept this responsibility.
The Solution
Group Captain Leonard Cheshire (The Cheshire Foundation, 5 Market Mews, London WI)
The Voluntary Services The problem of disability is as broad as humanity itself: every disabled person is an individual with needs and hopes of his own which require an individual solution. We cannot therefore generalize: each in our own field can only solve a part of the problem.
In my own Foundation we are concerned with the long-term disabled and chronic sick, mainly in the younger age groupsthose who have been through hospital and rehabilitation, and for whom as far as one can see there will be no further physical improvement. From this point onwards their problem ceases to be basically a medical one and becomes a human one: it consists in the rebuilding of a human life broken by disability or illness. Disability in no way alters the person's human aspirations, hopes, ambitions, and fears.
He wants for his life what everyone who is young wants, essentially that somewhere in the world there is a niche for him to make his own particular contribution to society. Inherent in the problem of disability is the desire to be useful, the desire to give rather than to receive, to be normal and like other people and, above all, not to become dependent upon others. Consequently, whenever we set out to help another person, whatever his particular need, it is essential that we do it in such a way as not to place that person in our debt, not to make him feel that he has got to say thank you. Equally we must make him feel that he is just like us, able to manage on his own within the limits of his disability. With the advance of technology, the growing awareness of the need to create the right environment for the disabled person, it is remarkable how even the heavily paralysed can retain a degree of independence and activity.
The function of our own Foundation is to provide a community home for those unable to live in their own home. They are small, with an average of 30 residents in each: they have a nucleus of trained nurses with the normal complement of domestic and other staff, supplemented by voluntary helpers, the management being vested in a local committee who are responsible for raising their own money and for all day-to-day decisions but responsible to a central trust covering the British Isles. Overseas, where some fiftyfive Homes exist, the same principle applies even in the poorest countries, such as Nigeria during the Civil War. By this means the committees attain a feeling of independence and of achievement, whilst reflecting the personality of the district and enabling the Home to become integrated into the local community. It is a field in which I feel the layman is eminently suited to work and to make his own peculiar contribution, though I must also add that were it not for the support and encouragement of the medical profession our own progress, such as it is, would not have been possible.
In view of the size and universality of the problem there can be no doubt that the layman needs to be mobilized and encouraged to assist in the care of the disabled within his own locality. In conjunction with those who possess specialized knowledge and experience he is in a position to help the disabled towards a full and meaningful life, to give them a sense of being needed and wanted, and to encourage them towards a greater share in the responsibility for the running of their own homes.
In considering the problem of disability, inevitably the emphasis rests upon the contribution that we as physically fit people, whether professional or lay, are able to make. But it is not a one-way giving. Just as the weak need the strong, so do the strong need the weak. We are the better for being associated with them, not only by virtue of their example, by being able to see what they make of their lives in spite of all that has hit them, but also because the challenge with which they present us compels us to think less of ourselves and more of others: it makes us give of our best and perhaps too brings us closer together, not just as individuals but as nations belonging to a common world and desiring closer unity and better understanding between ourselves.
Dame Albertine Winner (London)
The Chronic Sick in Hospital It is important to realize that the 'young chronic sick' are in fact to a very large extent the middleaged chronic sick. A I Harris (1971, Handicapped and Impaired in Great Britain. HMSO, London), dealing with patients in their own homes, found 19,000 aged 16-29, 97,000 aged 30-49 and 281,000 aged 50-64. The number of patients over this age was, of course, even greater. Of the estimated 157,000 very severely handicapped, only about 3,000 men and 2,000 women are under 30. It has been suggested that there are an equal number in this age group in institutions, though I take leave to doubt this. The problem, therefore, is not one mainly affecting the young. Whether patients come into care because their lesion progresses, or because their parents become old and unable to handle them, I do not knowprobably both are true. But the requirement is primarily for those over 40.
There is an endless controversy between those who hold that the young chronic sick should be cared for in their homes and those who think they should be collected up into small institutions where their needs can be met, involving a greater distance from their families. I am not sure that this is a wholly realistic differentiation. Certainly there are some, especially the truly young, whose needs can best be met if they can be cared for in a Cheshire Home or special hospital. For many, however, separate accommodation in or near the district general hospital would seem to meet their needs. It is important that they should not be mixed with the old and senile, however greatly the latter may benefit from their company. Their accommodation should be separate, if possible structurally separate, where a different tempo of work and leisure can be fulfilled. They need really adequate space in the ward, the day room and workshop, and they also need adequate gymnasium accommodation. It may be that some of them would be best in single rooms, but the nursing requirements are such that this is unlikely to be practical in most cases; however, I do not think they should be in wards ofmore than four, a number which prevents the problems which arise from two incompatible people and is yet small enough to give intimacy.
My own experience has mostly been with patients suffering from multiple sclerosis, motorneurone disease, syringomyelia and Parkinson's disease. We have not had many patients with rheumatoid arthritis, but I think their problems are similar though they sometimes have personality difficulties. Of the very first importance is a really first-class staff of paramedical workers, together with nurses and social workers who are interested in this work and mind about it. For the nurses the work is apt to be heavy and arduous, and there is a lot to be said for many part-time workers who have a life outside and a change of occupation. However, it is essential to have an adequate core of full-timers. Physiotherapists, occupational therapists and social workers must all realize that the demands that will be made on them are not the same as those of acute patients. The tempo is much slower, and these patients need to be gently coaxed into movements, sometimes trick movements, which enormously increase their activity. I cannot stress too much the need for intensive occupational therapy and physiotherapy when the patient first comes in. Sometimes this can enable a patient to be discharged for a time even with progressive or relapsing disease. It is, I know, not my business to talk about community services, but I cannot help thinking that if patients, after intensive treatment in hospital, had been able to receive physiotherapy nearer their homes they would not have had to go
